Objective: This study aimed at exploring the psychosocial reactions to epilepsy in a group of patients with uncomplicated well-controlled epilepsy. Method: One hundred and ninety-eight patients, referred by neurologists in a general hospital completed a questionnaire, consisting of simple open questions about the epilepsy and the drug treatment. Additionally, the patients were asked to complete the QOLIE-10-scale as well as a short questionnaire with questions about attitudes towards epilepsy and the treatment. Results: The overall psychosocial outcome was favourable in our study sample. About 50% of the patients have a paid job, have an average educational level and the majority (almost 70%) of the patients have a partner. This is not different from findings in the general population. In line with these social findings, the patients report in majority that the epilepsy is well integrated: as a rule the family and friend are informed and they feel that the epilepsy is accepted in society. Restrictions are limited to activities such as swimming. Consequently, quality of life (QOL) is high for the majority of the patients, with only 6% of the patients reporting a low QOL. Discussion: It is often claimed that people with epilepsy, as a group, have more psychosocial problems than control populations of healthy subjects. As this may be true for the average comparisons between patients with epilepsy and controls, we must take into account during clinical practice that these problems occur predominantly in the minority of patients with refractory epilepsy. Patients with well-controlled epilepsy do not show worrying reactions to the epilepsy.
INTRODUCTION
Understanding the psychosocial reactions to epilepsy is an integral part of its clinical management. When reviewing this important topic, it should be noted that the majority of studies in this field are clinical observations that do not allow general inferences 1, 2 . Moreover, research is complicated by sample selection bias 3 especially through the focus on groups with refractory chronic epilepsy. As these patients are a minority, inferences to 'the population of patients with epilepsy' often result in an overestimation of psychopathology. Nonetheless, the enormous body of research that has been carried out over a period of more than a century provides ample evidence to illustrate that people with epilepsy, as a group, have more psychosocial problems than control populations of healthy subjects. In some individuals such problems may be more debilitating than the seizures themselves.
Topics that are often mentioned with respect to problems of psychosocial adjustment to epilepsy are the unpredictable and traumatic nature of the seizures, the ignorance and stigma still associated with epilepsy, or the limitations of activities and ambitions, resulting from having epilepsy 4 . As a result problems of depression 5 are over-represented and-on a social level-educational and occupational problems 6 . According to Reference 7, the unemployment rate for people with epilepsy is double the national average, in the United States. Many young adults with epilepsy experience problems finding work 8 , and it is by no means uncommon for people to lose their job because of seizures. Not surprisingly, people with epilepsy as a group have lower than average income.
It is unknown, though, whether these 'average effects' represent the whole population or results from so-called 'outlier' effect, i.e. are caused by the relatively small group of patients with severe refractory and often chronic epilepsy. So far, the psychosocial reactions to epilepsy have not been investigated in the majority of patients who have uncomplicated epilepsy. Generally this group is estimated to consist about 70-80% of the patients 9 .
In this study we aimed at improving our insight in the psychosocial reactions to epilepsy in a group of patients under care of neurologists working in general hospitals.
METHOD
A total of 32 neurologists in general hospitals included each patient with a confirmed diagnosis of epilepsy and aged >16 years that visited their outpatient department in the period mid to end 2000. The Netherlands has four large specialised epilepsy centres with a total of 1300 beds in a population of 16 million. As a result most patients with a refractory epilepsy will be referred to an epilepsy centre and patients treated in general hospitals are patients with more often uncomplicated epilepsies. A total of 264 patients were included and 198 completed a questionnaire (response rate of 76%). The questionnaire consisted of simple open questions about the epilepsy and the drug treatment. Additionally, the patients were asked to complete the QOLIE-10-scale 10 as well as a short questionnaire about attitudes towards epilepsy and the treatment. This questionnaire is included as Appendix A.
RESULTS

Demographic characteristics
Average age was 46.7 years (SD 16.1 years). Age distribution was similar to the distribution in the general population (Chi-square = 2.682; df = 3 P ≥ 0.50) as was the gender distribution with 55% males versus 45% females. Educational level (highest level achieved) is not significantly different from the general population (Table 1 : Chi-square = 6.173; df = 4; P ≥ 0.10).
In total 41.6% of the patients have a full-time employment and 8.5% have paid part-time jobs. This does differ statistically significant from the general population (56% of the Dutch population aged >16 years have a paid job of at least 12 hours per week; Chi-square = 0.0009; P = 0.99). Table 2 shows that the family circumstances of our patients are similar to those in the general population (Chi-square = 0.250, df = 2; P = 0.98).
This shows that this group has demographic and general psychosocial characteristics, very similar to the general population.
Epilepsy
The majority of the patients (55.3%) had generalised seizures (either primarily generalised or secondarily generalised), 15% had simple partial seizures and 34.5% complex partial seizures. The average period from seizure onset is 13 years for the age group until 29 years, 17 years for the age group 30-49 years and 23 years for the age group 50-65 years. For the age group >65 years the period since epilepsy onset is somewhat smaller (20 years), due to the relative large group with an onset at later age. Most patients use monotherapy (68.3%), 29.6% have polytherapy and four patients do not use any medication. Valproate is the most frequent used antiepileptic drug (AED) and is used in 40% of the patients; carbamazepine is used in 28.4% of the patients and phenytoin in 9.1% of the patients. Other AEDs are only used in small percentages of the patient group. The epilepsy is well controlled in the majority of this group: 57.9% of the patients are seizure free; another 25.4% have a maximum of three seizures per year. Almost all patients visit the neurologists at least once or twice per year (77.6%). Most patients are on an unchanged treatment during the last 12 months (74.4%). Almost all patients report satisfactory compliance. Overall, the study group predominantly consists of patients with uncomplicated epilepsy.
Psychosocial reactions to the epilepsy and the treatment Subjective evaluation of the treatment
Satisfaction with all aspects of the treatment, ranging from time during appointments to efficacy of the treatment is high, mostly exceeding 90% of the patients. In contrast, if the patients are asked whether they can provide suggestions for improvement only a minority does not have suggestions. Among the suggestions mentioned by most patients are: the wish for an earlier diagnosis of the epilepsy and (related) and earlier referral from general practitioner to neurologists and better medication. This latter comment is somewhat puzzling given the high level of satisfaction about the efficacy of the treatment but may be related to the high level of complaints about side-effects of the treatment (on average two-thirds of the patients have complaints about the medication) ( Table 3 ). Table 4) .
Quality of life
The results of the QOLIE-10 Questionnaire (Table 5) confirm the previous findings. Overall, QOL is excellent and only 6% of the patients report a low level of QOL. Having memory problems (17%) limited energy (15%) and fear for seizures (15%) are the items where patients had low scores and indicated problems. Categories to which only a few patients report problems are car driving, limitations in social life and behavioural side-effects of the treatment. (1-6) 2.4 13 Problems with car driving (1-5) 1.5 5 Having memory problems (1-5) 2.2 17 Limitation in work (1-5) 1.8 10 Limitation in social life (1-5) 1.4 3 Fear for seizures (1-5) 1.6 15 Physical side-effects of AEDs (1-5) 1.8 10 Behavioural side-effects of AEDs (1-5) 1.5 4 Overall quality of life (1-5) 4.0 6
Personal attitudes towards the epilepsy
Finally, questions focused on attitudes towards the epilepsy (see Appendix A) were combined in a cluster-analysis. Table 6 shows four clusters of patients (see Table 6 ). Table 6 : Results of a cluster-analysis for the questions about the personal attitudes towards epilepsy (Appendix A).
Attitude Percentage of patients and characteristics
Passive/dependent 43.8% of the patients Partly denial of the epilepsy; no active involvement or interest in the epilepsy; treatment is the expertise of the neurologist alone and these patients do not want to interfere. QOL is satisfactory Most patients in this cluster are elderly; the epilepsy is well controlled Carry on with life 25% of the patients Epilepsy is not denied but there is also no active involvement or interest. There is a more active involvement in treatment Most patients have a full-time job and relatively high educational level. The epilepsy is well controlled The first three clusters show attitudes towards epilepsy when the seizures are well controlled. The majority of these patients are not interested in active participation in the treatment and are either non-critical (cluster 1, more than 40% of the patients) or ignore the epilepsy as much as they can (cluster 2, 25% of the patients). Only a minority of these patients can be characterised as critical. This is in clear contrast to those patients were the seizures are not controlled. Here the need for information and an active role in treatment is apparent. In this specific group (more than 75% of the patients have a controlled epilepsy) this is only a minority. Clearly, the tendencies would be different in a group with more complicated epilepsies.
DISCUSSION
Our assessment of a group of patients with epilepsy as cared for in general hospitals clearly shows a more favourable psychosocial outcome than generally reported for the group of patients with refractory epilepsy 2 . Educational and occupational outcome are not different from the general population and the same is true for family circumstances: about 50% of the patients have a paid job, they have an average educational level and the majority (almost 70%) of the patients have a partner. In line with these social findings, the patients report in majority that the epilepsy is well integrated: as a rule the family and friends have been are informed about the epilepsy and they feel that the epilepsy is accepted in society. Restrictions are limited to activities such as swimming.
In most patients the epilepsy is well controlled (57.9% of the patients are seizure free; another 25.4% have a maximum of three seizures per year). In line with these findings, the patients express high satisfaction with all aspects of the treatment.
Consequently, QOL is high for the majority of the patients, with only 6% of the patients reporting a low QOL. Memory problems, limited energy and fear for seizures are the most frequent reported worries with negative impact on the QOL. This is in line with studies showing that the major factor contributing to quality of life in patients with epilepsy is seizure frequency, specifically whether patients are seizure free or not 11 . Our results may thus be interpreted as an effect of the satisfactory seizure control in this group.
It is not certain whether these reports can be accepted at face value. When patients are asked to report about the attitude in society towards their epilepsy they report no problems. When asked to comment about possible improvement a different pattern evolves: 43% advice to provide more information about epilepsy in the general population; 31.4% indicate that actions are needed to improve the acceptance of epilepsy in the general population and 26.4% want better possibilities to lead a normal life. It is not clear what the reason is for this contrast in report. Similarly, when the patients evaluate the treatment they report to be content with all aspects of treatment. However, when asked to report possible improvement only 13.3% does not consider improvements necessary.
We also explored the personal attitudes towards epilepsy, using a cluster-analysis procedure. This shows that the dominant attitude in the majority of the patients is passive: the majority of these patients are not interested in active participation in the treatment and consider the neurologist as the only expert and their own role as marginal; they do not want to interfere. As this pattern is prominent in the 75% of the patients with a well-controlled epilepsy, this pattern may express that for them the epilepsy is a 'closed book'. The patients with a very active and information-seeking critical attitude towards epilepsy and its treatment are mostly the patients with continuing seizures.
It is often claimed that people with epilepsy, as a group, have more psychosocial problems than control populations of healthy subjects. As this may be true for the overall comparisons between patients with epilepsy and controls, we must take into account that these problems occur predominantly in the minority of patients with a refractory epilepsy or at least in those patients with continuing seizures. In contrast to studies such as 12 our results show that patients with well-controlled epilepsy do not show worrying reactions to the epilepsy and their social prognosis is therefore excellent.
• Good advice is important but you have to go by your own judgement
• I want part of the decision making about epilepsy; I am the best judge for my own situation 4. Which of the following three statements does describe your opinion best:
• I never read something about epilepsy
• I read about epilepsy, every now and then but I do not actively seek for information
• I try to find out as much as I can about epilepsy.
